One hundred and forty four questionnaires relating to bladder and bowel control were sent to a random selection of patients with spina bifida throughout the United Kingdom. One hundred and seventeen questionnaires were returned, ofwhich 109 were usable. Twenty eight out of 109 responders had undergone some form of urinary diversion, of whom 20 (710%) were reliably dry. The surgical treatment of spina bifida and associated hydrocephalus ensures long term survival in most patients selected for treatment. The rapid realisation of the importance of appropriate management of the neuropathic bladder has led to most patients surviving with normal renal function.' The goals of ongoing treatment are to enable patients to achieve their full potential, within the limits of their handicap, become fully integrated into society, and to be as independent as possible. A multidisciplinary approach from healthcare professionals, psychologists, educationalists, and other allied professions is required to achieve this end.
The surgical treatment of spina bifida and associated hydrocephalus ensures long term survival in most patients selected for treatment. The rapid realisation of the importance of appropriate management of the neuropathic bladder has led to most patients surviving with normal renal function.' The goals of ongoing treatment are to enable patients to achieve their full potential, within the limits of their handicap, become fully integrated into society, and to be as independent as possible. A multidisciplinary approach from healthcare professionals, psychologists, educationalists, and other allied professions is required to achieve this end.
Incontinence is one of the major stigmata affecting their quality of life and producing dependence on others. Major advances have been made in the non-operative and operative management of urinary incontinence2-4 and faecal incontinence.5-8 These specialist centres report excellent results, but it seems that only a minority of patients have access to this treatment and most continue to suffer the socially isolating stigma of incontinence.
This study has attempted to assess the extent of the problem and the reasons underlying it by surveying a randomly selected group of patients with spina bifida in the community.
Patients and methods Questionnaires were sent to 144 patients with spina bifida who were randomly selected from the computerised database of the Association for Spina Bifida and Hydrocephalus (ASBAH), which at the time contained just over 2000 names. The questionnaire addressed details of demography, medical care, and the methods and results of bladder and bowel management. Previous and planned specialist investigations and operative interventions were also assessed. Wherever possible the questionnaires were completed by the patients themselves, but if this was not possible, by their carers. The ASBAH fieldworkers explained the questionnaires and assisted in completion when required, but the answers always reflected the patient's views. 10 (10%) used exercises to aid emptying, 26 (25%) patients practised manual evacuation, 25 (24%) regularly used laxatives, and 13 (13%) used suppositories or enemas, or both, but it was impossible to say which type of enema was used.
Results
Fifty five of 104 (53%) patients regularly soiled: staining of underwear or pad in 12 (22%), 'moderate' soiling in 25 (45%), and 'severe' in 18 (33%). Forty nine (89%) used some form of 'protection': 12 (24%) nappies, 31 (63%) midi pads, and six (12%) mini pads. Of the 64 patients practising manual evacuation or using drugs 32 (50%) soiled, as did 23/40 (58%) using no treatment.
Information on both bladder and bowel function was available in 104 patients. Of the 49 (47%) patients who did not soil 24 (49%) were wet. Of the 51 dry patients in the whole group 24 (47%) soiled. Thirty one (30%) patients in the whole group of 104 had both urinary and faecal incontinence whereas 25 (24%) patients were both clean and dry (table  3) .
Discussion
Although this study has all the drawbacks of postal surveys with incomplete response rates, it has uncovered an indisputably high incidence of incontinence. Seventy six per cent of patients were incontinent; 30% were doubly incontinent, 23% had isolated urinary incontinence, and 23% had faecal incontinence. The most successful treatment for urinary incontinence was a urinary diversion with a 71% continence rate. Many studies, however, have now shown significant renal deterioration in up to 48% of patients with a diversion,10'2 and this can no longer be accepted as a routine first line treatment for incontinence in the neuropathic bladder. With this decreasing use of urinary diversion incontinence rates could be expected to increase even higher, so it is imperative to study the possible causes of such disappointing results.
When the 50 patients who were urinary incontinent but who had not had diversion treatment were analysed separately, some interesting features were highlighted. Only 14 (28%) patients had ever had urodynamic studies, though it has been clearly shown that these are essential if conservative treatment of the neuropathic bladder is to be rationally and selectively applied.'3 14 Since the introduction of clean intermittent catheterisation by Lapides et al 2 in 1972 it has become one of the cornerstones of management of the neuropathic bladder, with continence rates as high as 92% reported in long term studies.'5 Only 23 patients with spina bifida and all were clean.5
Only one patient in this study used the continence catheter and although a further 12 patients were using either suppositories or enemas, it was impossible to say which type.
Even if all these patients used the enema continence catheter it would still represent only 13% of the study group, a very low take up for such a successful treatment. An operation has been developed in which the appendix is used to provide continent catheterisable access to the caecum, through which antegrade conti- should be considered, and this would entail the involvement of an interested paediatric surgeon or a urologist, or both. Surgical intervention should only be undertaken when there is a clear understanding by all involved of the nature of the operation and patients and parents are motivated to be clean and dry. No patient with spina bifida who wants to be continent and out of nappies should be denied the opportunity of discussing and considering all the options available, even though at the end of the day they may postpone a definitive decision until later. Paediatric specialists must also try to ensure that their patients are transferred to appropriate adult specialists when they are too old to avail of children's services. We believe that if these simple measures are followed, considerable improvement in patient care, particularly with respect to incontinence, could follow.
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